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PREFACE

Wasnuingron, D.C., November 19, 1974.

Federal support of long-term care for the elderly has, within a
decade, climbed from millions to billion of dollars.

What is the Nation receiving for this money?

This report explores that, and related questions.

It concludes that public policy has failed to produce satisfactory in-
stitutional care—or alternatives—for chronically ill older Americans.

Furthermore, this document—and other documents to follow—de-
clares that today’s entire population of the elderly, and their offspring,
suffer severe emotional damage because of dread and despair associ-
ated with nursing home care in the United States today.

This policy, or lack thereof, may not be solely responsible for pro-
ducing such anxiety. Deep-rooted attitudes toward aging and death
also play major roles.

But the actions of the Congress and of States, as expressed through
the Medicare and Medicaid programs, have in many ways intensified
old problems and have created new ones.

Efforts have been made to deal with the most severe of those prob-
lems. Laws have been passed; national commitments have been made;
declarations of high purpose have been uttered at national conferences
and by representatives of the nursing home industry.

But for all of that, long-term care for older Americans stands today
as the most troubled, and troublesome, component of our entire health
care system.

It is costly and growing costlier.

It is increasing in numbers, already providing more beds than there
are beds in geneial hospitals.

And there is every reason to believe that many more beds will be
neeced because the population of old persons in this Nation continues
to giow faster than any other age group.

Nursing home care is associated with scandal and abuse, even though
the best of its leaders have helped develop vitally neaded new methods
of care and concern for the elderly, and even though—day in and
day out—underpaid, but compassionate, aides in many homes attempt
to provide a touch of humanity and tender care to patients who,
though mute or confused and helpless, nevertheless feel and appreciate
kindness and skill.

This industry, which has grown very rapidly in just a few decades—
and most markedly since 1965, when Medicare and Medicaid were
enacted—could now take one of three courses:

It could continue to grow as it has in the past, spurred on by
sheer need, but marred by scandal, negativism, and murkiness
about its fundamental mission.

It could be mandated to transform itself from a predominantly
proprietary industry into a nonprofit system, or into one which
takes on the attributes of a quasi-public utility.
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Or it could—with the informed help of Government and the
general public—move to overcome present difficulties, to improve
standards of performance, and to fit itself more successfully into
a comprehensive health care system in which institutionalization
is kept to essential minimums.

~ Whatever course is taken, it is certain that the demand for improve-
‘ment will become more and more insistent.

Within the Congress, that demand has been clearly expressed in
recent years. But often congressional enactments have been thwarted
by reluctant administration, or simply have been ignored. Now, fac-
4ing the prospect of early action upon a national health program of all
age groups, the Congress must certainly consider long-term care a
major part of the total package. Wisely used, the momentum for a
total health care package could be used to insure better nursing home
care.

.. Within the administration, there has been drift and unresponsive-
ness to congressional mandate since 1965. There are signs, however,
that rising costs and rising public concern have aroused certain mem-
bers of the executive branch to see the need for long-term care reform
more clearly than before. Their actions and initiatives are welcome,
but it is essential that the Department of Health, Education, and
]YVelfare take far more effective, well-paced action than it has thus
ar.

: Everywhere, the demand for reform is intensifying. People know
that a nursing home could be in everyone’s future. -

They ask why placement in such a home should be the occasion for
despair and desperation, when it should be simply a sensible accom-
modation to need.

The Subcommittee on Long-Term Care of the Senate Special Com-
mittee on Aging continually has asked the same question.

Care for older persons In need of long-term attention should be
one of the most tender and effective services a society can offer to its
people. It will be needed more and more as the number of elders
increases and as the number of very old among them rises even faster.
° What is needed now? As already indicated, the forthcoming debate
over a national health program will offer opportunity for building
good long-term care into a comprehensive program for all Americans.
- But the issues related to the care of the chronically ill are far from
simple. Tangled and sometimes obscure, technical questions related
to such matters as reimbursement, establishment of standards, en-
forcement, and recordkeeping, often attract the attention of policy-
makers, to the exclusion of other questions, such as:

Could nursing homes be avoided for some, if other services
were available?

What assurance is there that the right number of nursing homes
are being built where they are most needed? )

What measures can Government take to encourage providers
themselves to take action to improve the quality of nursing home

—__care?

What can be done to encourage citizen action and patient ad-
vocacy at the local level?
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Such questions intrude even when the best of care is given. In other
settings, however, scandal and calamity enter the picture, and dark
new questions emerge.

The Subcommittee, in this report and succeeding Supporting
Papers, recognizes the importance of the nursing home industry, and
it pledges every effort to continue communication with representatives
of the industry and with members of the executive branch.

For these reasons, the Subcommittee has devised an unusual format:
After publication of the Introductory Report, a series of followup
papers on individual issues will follow; then we will publish a com-
pendium of statements invited from outside observers; after this will
come our final report. In this way, the Subcommittee can deal with
the many parts needed to view long-term care as a whole.

Testimony from many, many days of hearings and other research
have been tapped for this report, which is extensive and heartfelt.
Concern about people has been at the heart of this effort. The Sub-
committee has, therefore, been especially dependent upon responsive
staff effort. Mr. Val Halamandaris, associate counsel for the Senate
Special Committee on Aging, deserves specific mention for his role in
assuring that Subcommittee inquiries remained directed at their real
target: to wit, people in need of good care. Mr. Halamandaris has
had the primary responsibility for directing the Subcommittee’s hear-
ings; he is responsible for the excellent research on data and for writ-
ing this report. He is more than a skilled and attentive attorney; his
investigatory skills are rooted in concern and, when necessary, out-
rage. He has made it possible for this Subcommittee to compile and
offer more information and insights into the nursing home industry
than the Congress has ever had before.

He has been helped considerably by other Committee personnel.
Staff Director William Oriol has provided guidance and consultation
leading to the design and special points of emphasis in this report.
Committee Counsel David Affeldt has given generously of his legisla-
tive expertise, as well as painstaking attention to detail.

Particularly fortunate for the Subcommittee was the fact that a
professional staff member, John Edie,* had special qualifications for
making a substantial contribution to this effort. Mr. Edie, an attorney,
formerly served as counsel to a program on aging in Minneapolis,
Minn. When the Subcommittee went to that city for intensive hearings
on scandalous shortcomings in nursing home care there, Mr. Edie
iesitfied and then coniinued his efforis vn behall of refoim. In the
preparation of this report, he has worked closely and at length with
Mr. Halamandaris and his associates.

The Subcommittee also stands in debt to a select group in the
nursing home industry and within the executive branch. Usually
without much attention or encouragement, these public servants have
stubbornly refused to compromise their goal of seeking high, but
reasonable, standards of care.

With the publication of the Introductory Report, the Subcommittee
began a final exploration of issues. We will publish responsible com-
ments on findings expressed in this document and the Supporting

*As of October 1, 1975, John Edie left the Committee on Aging to accept the post of Deputy Director of
the California Office on Aging.
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‘Papers which precede and will follow. And we will, in our final report,
make every effort to absorb new ideas or challenges to our findings.
The care of chronically ill older Americans is too serious a topic for
stubborn insistence upon fixed positions. Obviously, changes are
needed. Obviously, those changes will occur only when public under-
standing and private conscience are stirred far more than is now the
case.
Frank E. Moss,
Chairman, Subcommittee on Long-Term Care.
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NURSING HOME CARE IN THE UNITED STATES:
FAILURE IN PUBLIC POLICY

P

SUPPORTING PAPER NO. 7

————

THE ROLE OF NURSING HOMES IN CARING FOR DIS-
CHARGED MENTAL PATIENTS (AND THE BIRTH OF A
FOR-PROFIT BOARDING HOME INDUSTRY)

ABOUT THIS REPORT

To deal with the intricate circumstances and governmental actions
associated with nursing home care in this Nation, the Subcommittee on
Long-Term Care of the U.S. Senate Special Committee on Aging is
issuing several documents under the general title of Nursing Home
Care wn the United States: Failure in Public Policy.

An Introductory Report, published in November 1974, declared
that a coherent, constructive, and progressive policy on long-term care
has not yet been shaped by the Congress and by the executive branch
of this Nation.

Examining the role of Medicare and Medicaid in meeting the need
for such care, the report found that both programs are deficient.

Further, it raised questions about current administration initiatives
originally launched personally by President Nixon in 1971.

These shortcomings of public policy, declared the report, are made
even more unfortunate by the clear and growing need for good quality
care for persons in need of sustained care for chronic illness. It called
for good institutions and, where appropriate, equally good alterna-
tives, such as home health services.

(A more detailed summary of major findings from the Introductory
Report appears later in this section of this report.)

Supporting Paper No. 7 examines the growing trend to dump
thousands o? former mental patients into nursing homes, and more
recently, into boarding homes. The consequences which flow from the
policy decision to empty State hospitals and to place exinmates on the
welfare rolls are severe but are just beginning to be felt. Unless the
Congress and the States act immediately, they will be confronted with
a major crisis reminiscent of the earliest and unhappiest experiences
with nursing homes in the 1950’s.

THE FACTUAL UNDERPINNING OF THIS STUDY

Seventeen years of fact-gathering preceded publication of this
report. In 1959, the Senate Committee on Labor and Public Welfare
established a Subcommittee on Problems of the Aged and Aging.
Findings from subcommittee reports and hearings have been evaluated.

(1x)
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_ That subcommittee acknowledged in 1960, as this report acknowl-
edges in 1976, that nursing homes providing excellent care with a
wide range of supportive services are in the minority.

With the establishment of the U.S. Senate Special Committee on
Aging in 1961, additional hearings were conducted. The most recent
phase began in 1969 with hearings on ‘“Trends in Long-Term Care.”
Since 1969, 29 hearings were held and some 3,500 pages of testimony
were taken, as of March 1976.

These hearing transcripts have provided valuable information and
expert opinions, as have several supplementary studies by the Sub-
committee staff, the General Accounting Office, and private groups
such as Ralph Nader’s Study Group on Nursing Homes in 1971. The
Library of Congress and other congressional committees, as well as
professional organizations such as the American Health Care As-
sociation, have also been helpful. Finally, a great portion of the data
is from the Department of Health, Education, and Welfare and other
administrative or independent agencies, such as the Securities and
Exchange Commission. The assistance of State officials proved es-
pecially helpful.

ORGANIZATION OF THIS STUDY

This Supporting Paper will be followed by other Supporting Papers
to be published at approximately monthly intervals over the next few
months. Each will deal with a fairly specific issue, and each of these
issues will be examined in the detail needed for understanding, not only
by legislative and health specialists, but by laymen.

A study of this magnitude would be incomplete without reaction
by the nursing home industry and by representatives of the execu-
tive branch. Accordingly, national organizations and appropriate
governmental units will be invited to submit statements within 2
months after publication of the final Supporting Paper. Finally,
the Subcommittee will issue a concluding report intended to up-
date earlier information and to analyze the situation at that time.

The format is unusual, perhaps unprecedented. But the nursing
home industry is too vital a part of our health system and of the
national scene for lesser treatment.

MAJOR POINTS OF THIS SUPPORTING PAPER

® Some 2% million elderly are going without the mental health
gervices they need. :

® Current programs designed to assist the mentally impaired
elderly are ineffective and poorly administered.

® Responsibility for mental health programs is fragmented among
dozens of Federal, State, and local agencies. .

® Some patients continue to be housed in State mental hospitals
for the singular reason that they have no place else to go.

® At the same time, thousands of individuals who need the intensive
services which can only be offered at a State hospital have been
precipitously discharged into smaller community based facilities.

® Nursing homes are one category of such community based
facilities receiving large numbers of former patients. Unfortunately,
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nursing homes are poorly equipped to meet the needs of exinmates.
There are generally no psychiatric services available; no plans to
rehabilitate patients; there are not sufficient numbers of trained
staff people to care for their needs; and a distinct absence of followup
on the part of State hospitals to see that patients are appropriately
placed. There are few recreation services, and a heavy and perhaps
unwise use of tranquilizers to manage patients. Finally, the effect
of mixing the physically infirm patients with the mentally impaired
is often deleterious. “Normal” sick patients quite often manifest the
behavioral patterns of the disturbed patients they see around them.

® Given these facts, experts such as Dr. Jack Weinberg and
Dr. Robert Butler have concluded that in most cases the mentally
impaired are better off in State mental institutions (as bad as they
are) than in nursing homes. However, there is a growing effort on
the part of many State and nursing home operators to learn how to
manage exinmates; Vermont is an excellent example of what is possi-
ble when nursing homes work closely with officials of the State De-
partment of Mental Health.

® If nursing homes are poorly prepared to meet the needs of the
discharged mental patients, boarding homes are even less capable
of doing so. More and more patients are being moved from State
hospitals into such facilities which go by many names such as “foster
care homes,” “board and care homes,” “domiciliary care facilities,”
“shelter care facilities,” and “personal care homes.” They may be
greatly dissimilar in physical appearance. Most often, they are con-
verted residences but they may also be new high-rise buildings or
converted hotels, in some cases they may be converted mobile
homes or renovated chicken coops. What they have in common is
that they offer board and room but no nursing care and that most
States do not license such facilities.

® Between 1969 and 1974, the number of inpatients in State
mental hospitals dropped 44 percent, from 427,799 to 237,692 re-
maining on an average day at the end of 1974. At the same time, the
ranks of the elderly inmates were reduced by 56 percent, from
135,322 to 59,685. (See State-by-State table on p. 719.) This sharp
reduction in the number of inpatients was caused by four factors:

1. Humanitarian motives, the idea that mental hospitals are snake-
pits, and that patients are better off almost anywhere else.

2. The impact of recent court decisions, which have established
ibbai involuniarily coinmiited pailients have a constitutiona! right to
treatment and that they must be released if such treatment is not
forthcoming.

3. Cost. It costs the average State about $12,000 a year to care for a
patient in a State mental hospital. Costs are much higher in some
States. At St. Elizabeths Mental Hospital in Washington, D.C., the
per patient per year costis now $24,000.

4. The impact of the Supplementary Security Income (SSI) pro-
gram. SSI is a 100-percent Federal welfare program for the aged. It
pays $157 per recipient per month in most States. Some States, such as
New York, supplement these welfare patients with their own money
(New York adds $229 per menth for a total SSI payment of $386).

All of these factors come together to push residents out of State
hospitals and into boarding homes.
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® Many States including California, New Mexico, Pennsylvania,
* Ohio, Michigan, New York, the District of Columbia, and Illinois
are beginning to feel the effect of this mass dumping into boarding
homes. The reports of poor care or no care, of poor food and unspeak-
able conditions are increasing daily. So many discharged patients have
been deposited in the slums of major U.S. cities that instant “psy-
chiatric ghettos” have been created including Chicago’s Uptown and
the Ontario Road NW., section of Washington, D.C.

_® Through the enactment of SSI, the Congress created the begin-
nings of a for-profit boarding home industry just as it created the
for-profit nursing home industry in 1935. In 1935, Congress enacted
Social Security but barred payments to inmates in public institutions
because of the widespread public reaction condemning conditions in
public “poor houses” maintained by most States. However, funds
were available to individuals living alone or with unrelated individuals
in “boarding homes.” Such boarding homes soon added nursing care
and became known as nursing homes. In 1972, Congress barred the
receipt of SSI funds by “inmates in public institutions” and required
that SSI funds be reduced if SSI recipients were living with related in-
dividuals. Once again, however, SSI funds could be received in full
by residents in boarding homes living with unrelated individuals.

® 1t is obvious that if Federal SSI funds are going to be used by
the States to care for discharged mental patients, the Federal Govern-
ment must step in and require that such facilities be licensed by the
States and meet certain Federal minimum standards. The alternative
would be to permit thousands of mentally impaired Americans to
vegetate in unspeakable conditions.

MAJOR POINTS OF INTRODUCTORY REPORT
(Issued November 19, 1974)

Medicaid now pays about 50 percent of the Nation’s more than
$7.5 billion nursing home bill, and Medicare pays another 3 per-
cent. Thus, about $1 of every $2 in nursing home revenues is publicly
financed.*

There are now more nursing home beds (1.2 million) in the United
States today than general and surgical hospital beds (1 million).

In 1972, for the first time, Medicaid expenditures for nursing home
care exceeded payments for sugical and general hospitals: 34 percent
to 31 percent.

Medicaid is essential for growing numbers of elderly, particularly
since Medicare nursing home benefits have been cut back sharply
since 1969. Average Social Security benefits for a retired couple now
amount to $310 a month compared to the average nursing home cost of
$600. Medicaid (a welfare program) must be called upon to make up
the difference.
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The growth of the industry has been impressive. Between 1960
and 1970, nursing home facilities increased by 140 percent, beds by
232 percent, patients by 210 percent, employees by 405 percent, and
expenditures for care by 465 percent. Measured from 1960 through
1973, expenditures increased almost 1,400 percent.

Despite the heavy Federal commitment to long-term care, a
coherent policy on goals and methods has yet to be shaped. Thou-
sands of seniors go without the care they need. Others are in facilities
inappropriate to their needs. Perhaps most unfortunate, institu-
tionalization could have been postponed or prevented for thousands
of current nursing home residents if viable home health care and
supportive services existed. Although such alternative forms of care
may be more desirable from the standpoint of elderly patients—as well
as substantially less expensive—the Department of HEW has given
only token support for such programs.

Despite the sizable commitment in Federal funds, HEW has
been reluctant to issue forthright standards to provide patients
with minimum protection. Congress, in 1972, mandated the merger
of Medicare and Medicaid standards, with the retention of the
highest standard in every case. However, HEW then watered down
the prior standards. Most leading authorities concluded at Sub-
committee hearings that the new standards are so vague as to defy
enforcement.

There is no direct Federal enforcement of these and previous
Federal standards. Enforcement is left almost entirely to the States.
A few do a good job, but most do not. In fact, the enforcement system
has been characterized as scandalous, ineffective, and, in some cases,
almost nonexistent.

President Nixon’s program for “nursing home reform” has had
only minimal effect since it was first announced in 1971 and actions
in 1974 fall far short of a serious effort to regulate the industry.

The victims of Federal policy failures have been Americans who
are desperately in need of help. The average age of nursing home
patients is 82; 95 percent are over 65, and 70 percent are over 70;
only 10 percent are married ; almost 50 percent have no direct relation-
ship with a close relative. Most can expect to be in a nursing home
over 2 years. And mest will die in the nursing home. These patients
generally have four or more chronic or crippling disabilities.

*The Committee's Introductory Report, as released on November 19, 1974, incorporating the latest
statistics from HEW, reported that total revenues for the nursing home industry in 1972 were $3.2 billion
and $3.7 billion for 1973. Subsequent to publication of this report, the Social Security Administration re-
leased new estimates for 1974. Total expenditures are estimated at $7.5 hillion. This change reflects spending
for the Intermediate Care Program, which, until recently, was a cash grant program to old age assistance
recipients. With its change to a vendor payments program such expenses are properly countable as nursing
home expenditures. Consequently, changes were made in this report. Total payments in 1976 are estimated
at about $8.5 billion.
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Most national health insurance proposals largely ignore the long-
term care needs of older Americans. Immediate action is required
by the Congress and executive branch to improve past policies and
programs which have been piecemeal, inappropriate, and short lived.

MAJOR POINTS OF SUPPORTING PAPER NO. 1
(Issued December 17, 1974)

“THE LITANY OF NURSING HOME ABUSES AND AN
EXAMINATION OF THE ROOTS OF CONTROVERSY”

The Subcommittee’s Supporting Paper No. 1 reveals the following
were the most important nursing home abuses:

® Negligence leading to death and injury;
® Unsanitary conditions;

® Poor food or poor preparation;

® Hazards to life or limb;

® Lack of dental care, eye care or podiatry;
® Misappropriation and theft; :

® Inadequate control of drugs;

® Reprisals against those who complain;

® Assault on human dignity; and

® Profiteering and “‘cheating the system.”

The inevitable conclusion is that such abuses are far from “isolated
instances.” They are widespread. Estimates of the number of sub-
standard homes (that is, those in violation of one or more standards
causing a life-threatening situation) vary from 30 to 80 percent. The
Subcommittee estimates at least 50 percent are substandard with one
or more life-threatening conditions.

These problems have their roots in contemporary attitudes toward
the aging and aged. As Senator Frank E. Moss, chairman of the
Subcommittee on Long-Term Care, has said:

It is hell to be old in this country. The pressures of living
in the age of materialism have produced a youth cult in
America. Most of us are afraid of getting old. This is because
we have made old age in this country a wasteland. It is
T. S. Eliot’s rats walking on broken glass. It’s the nowhere
in between this life and the great beyond. It is being robbed
of your eyesight, your mobility, and even your human
dignity.

Such problems also have their roots in the attitudes of the elderly
toward institutionalization. Nursing home placement often is a bitter
confirmation of the fears of a lifetime. Seniors fear change and un-
certainty; they fear poor care and abuses; loss of health and mobility;
and loss of liberty and human dignity. They also fear exhausting their
savings and “going on welfare.” To the average older American,
nursing homes have become almost synonymous with death and
protracted suffering before death. .

However, these arguments cannot be used to excuse nursing home
owners or operators or to condone poor care. Those closest to the
action rightly must bear the greatest portion of responsibility.
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To deal with the litany of abuses, action must be taken immediately
by the Congress and the executive to: (1) Develop a national policy
with respect to long-term care; (2) provide financial incentives in
favor of good care; (3) involve physicians in the care of nursing
home patients; (4) provide for the training of nursing home personnel;
(5) promulgate effective standards; and (6) enforce such standards.

MAJOR POINTS OF SUPPORTING PAPER NO. 2
(Issued January 17, 1975)

“DRUGS IN NURSING HOMES: MISUSE, HIGH COSTS, AND
KICKBACKS”

The average nursing heme patient takes from four to seven different
drugs a day (many taken twice or three times daily). Each patient’s
drug bill comes to $300 a year as compared with $87 a year for senior
citizens who are not institutionalized. In 1972, $300 million was
spent for drugs, 10 percent of the Nation’s total nursing home bill.

Almost 40 percent of the drugs in nursing homes are central nervous
system drugs, painkillers, sedatives, or tranquilizers.

Tranquilizers themselves constitute almost 20 percent of total
drugs—far and away the largest category of nursing home drugs.

Drug distribution systems used by most nursing homes are in-
efficient and ineffective. An average home of 100 beds might have
850 different prescription bottles and 17,000 doses of medication
on hand. Doctors are infrequent visitors to nursing homes. Nurses
are few and overworked. All too often, the responsibility for ad-
ministering medications falls to aides and orderlies with little ex-
perience or training.

Not surprisingly, 20 to 40 percent of nursing home drugs are
administered in error.

Other serious consequences include: the theft and misuse of
nursing home drugs; high incidence of adverse reactions; some
disturbing evidence of drug addiction; and lack of adequate con-
trols in the regulation of drug experimentation.

Perhaps most disturbing is the ample evidence that nursing home
patients are tranquilized to keep them quiet and to make them easier
to take care of. Tragically, recent research suggests that those most
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likely to be tranquilized sometimes may have the best chance for
effective rehabilitation.

Kickbacks are widespread. A Kkickback is the practice whereby
pharmacists are forced to pay a certain percentage of the price of
nursing home prescription drugs back to the nursing home operator
for the privilege of providing those services.

The atmosphere for abuse is particularly inviting when reimburse-
ment systems under Federal and State programs allow the nursing
home to act as the “middle man’’ hetween the pharmacy (which
supplies the drugs) and the source of payment (private patient,
Medicare, or Medicaid).

Kickbacks can be in the form of cash, long-term credit arrange-
ments, and gifts of trading stamps, color televisions, cars, boats, or
prepaid vacations. Additionally, the pharmacist may be required to
“rent” space in the nursing home, to furnish other supplies free of
charge, or to place nursing home employees on his payroll.

The average kickback is 25 percent of total prescription charges;
over 60 percent of 4,400 pharmacists surveyed in California reported
that they had either been approached for a kickback or had a positive
belief that kickbacks were widespread; these same pharmacists
projected $10 million in lost accounts for failure to agree to kickback
proposals.

In order to lower costs to meet kickback demands, pharmacists
admitted namerous questionable, if not illegal, practices such as:
billing welfare for nonexistent prescriptions, supplying outdated drugs
or drugs of questionable value, billing for refills not dispensed,
supplying generic drugs while billing for brand names, and supplying
stolen drugs which they had purchased.

Congressional action in 1972 to make kickbacks illegal has had
little effect. HEW has yet to announce regulations to implement this
law.

MAJOR POINTS OF SUPPORTING PAPER NO. 3
(Issued March 3, 1?7?) .

“DOCTORS IN NURSING HOMES: THE SHUNNED
RESPONSIBILITY”

Physicians have shunned their responsibility for nursing home
patients. With the exception of a small minority, doctors are infrequent
visitors to nursing homes.

Doctors avoid nursing homes for many reasons:

® There is a general shortage of physicians in the United States,
estimates vary from 20,000 to 50,000.
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® Increasing specialization has left smaller numbers of general
practitioners, the physicians most likely to care for nursing home
patients.

® Most U.S. medical schools do not emphasize geriatrics to any
significant degree in their curricula. This is contrasted with Europe
and Scandinavia where geriatrics has developed as a specialty.

® Current regulations for the 16,000 facilities participating in
Medicare or Medicaid require comparatively infrequent visits by
physicians. The some 7,200 long-term care facilities not participating
in these programs have virtually no requirements.

® Medicare and Medicaid regulations constitute a disincentive
to physician visits; rules constantly change, pay for nursing home
visits is comparatively low, and both programs are bogged down in
redtape and endless forms which must be completed.

® Doctors claim that they get too depressed in nursing homes,
that nursing homes are unpleasant places to visit, that they are
reminded of their own mortality.

® Physicians complain that there are few trained personnel in
nursing homes that they can count on to carry out their orders.

® Physicians claim they prefer to spend their limited time tend-
ing to the younger members of society; they assert there is little
they can do for the infirm elderly. Geriatricians ridicule this premise.
Others have described this attitude as the “Marcus Welby
Syndrome.”

The absence of the physician from the nursing home setting
leads to poor patient care. It means placing a heavy burden on the
nurses who are asked to perform many diagnostic and therapeutic
activities for which they have little training. But there are few regis-
tered nurses (65,235) in the Nation’s 23,000 nursing homes. These
nurses are increasingly tied up with administrative duties such as
ordering supplies and filling out Medicare and Medicaid forms.
The end result is that unlicensed aides and orderlies with little or no
training provide 80 to 90 percent of the care in nursing homes.

It is obvious that the physician’s absence results in poor medical
and to some degree in poor nursing care. Poor care has many dimen-
sions, it means:

® No visits, infrequent, or perfunctery visits.

@ The telephone hag hecome a more imnartant medical instrument
in nursing homes than the stethoscope.

@ No physical examinations, pro forma or infrequent examinations.

® Some patients receive insulin with no diagnosis of diabetes.

@ Significant numbers of patients receive digitalis who have no
diagnosis of heart disease.

® Large numbers of patients taking heart medication or drugs
which might dangerously lower the blood pressure do not receive
blood pressure readings even once a year.

® Some 20 to 50 percent of the medication in U.S. nursing homes
are given in error.

® Less than 1 percent of all infectious diseases in the United
States are reported—a special problem in nursing homes where
patients have advanced age and lessened resistance. This fact was
graphically proven in 1970 when 36 patients died in a Salmonella
epidemic in a Baltimore, Md., nursing home.

67-475 O - 76 - 2
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® Physicians do not view the bodies of patients who have died in
nursing homes before signing death certificates.

The need for physicians to exercise greater responsibility for the 1
million patients in U.S. nursing homes is abundantly clear from these
and other facts. Until doctors take a greater interest the litany of
_ nursing home abuses will continue, the majority of America’s nursing
homes will be substandard, and the quality of patient care will be
unacceptable.

MAJOR POINTS OF SUPPORTING PAPER NO. 4
(Issued April 24, 1975)

“NURSES IN NURSING HOMES: THE HEAVY BURDEN (THE
RELIANCE ON UNTRAINED AND UNLICENSED PERSONNEL)”

There are few nurses in the Nation’s 23,000 nursing homes. Of the
815,000 employed registered nurses (RN’s) in the Nation, only
65,235 can be found in U.S. long-term care facilities.

There are many reasons why thisis true:

® There is a general nurse shortage. The U.S. Department of
Labor estimates the need for 150,000 more RN’s. Others claim it is
simply a matter of maldistribution or that the 400,000 RN’s presently
out of the work force could be induced into service—given better
wages and working conditions. Still others assert that if there is a
shortage it is because nurses are required to spend their time with
administrative duties and paperwork rather than with patients.

® Few nurses are required by law. At present the Federal standard
requires only the 7,300 Skilled Nursing Facilities in the United States
to have an RN as their highest nursing officer—and this only applies
to the day shift. The 8,200 Intermediate Care Facilities are required
to have only a licensed practical nurse in charge—again only during
the day shift. The remaining 7,500 facilities need have no “licensed”
nursing officer at all. To make matters worse, there are no require-
ments for ratios between nurses and patients in Federal regulations.
By contrast the State of Connecticut requires one RN for every 30
patients on the day shift, one for every 45 on the afternoon and one
for every 60 in the evening.

® Poor working conditions. RN’s working in nursing homes do
not have the support of physicians and trained personnel that they
find in hospitals. Many nursing homes are poorly administered and
there is a lack of authority vested in the nursing service department.
A very real problem is the fact that nursing homes are isolated from
other health care facilities.

® Nursing homes have a poor image. “Hospitals have their pick
while nursing homes take what they can get,” is a common state-
ment among nursing home employees. An RN who goes to work
in a nursing home will often be asked, “Why are you here? Where
did you foul up?”
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® Wages and fringe benefits are low. The consensus is that nurs-
ing homes do less well in compensating nurses than other health
care entities. Many nursing homes also lag behind in fringe benefits,
stimulating nursing personnel to seek work elsewhere.

® Nurses have little training in geriatrics and the needs of nursing
home patients and are therefore unprepared to work in long-term
care facilities. Of the over 1,000 schools of nursing surveyed by the
Subcommittee, only 27 responded that they had a program wherein
geriatrics was treated as a specialty.

® There are no graduate programs in geriatic or gerontological
nursinlgl. Federal Government programs likewise neglect geriatrics. In
1970 there were 144 programs for the training of nurses and health
care personnel administered by 13 agencies. Nene of these programs
emphasized geriatrics.

® It goes without saying that the few nurses working in nursing
homes are grossly overworked. Because they are overworked or
simply not present in significant number, the result is the reliance
on aides and orderlies to provide 80 to 90 percent of the care in
nursing homes.

® Only one-half of the 280,000 aides and orderlies are high school
graduates. Most have no training. Most have no previous experience.
They are grossly overworked and paid the minimum wage. It is little
wonder that they show a turnover rate of 75 percent a year. Put
simply, the absence of RN’s and the reliance on untrained aides
and orderlies result in poor care. Poor care runs the gamut from
essential tests not being performed to negligence leading to death
and injury.

® In lllinois, an investigator sought employment as a nursing
home janitor. Within 20 minutes he was hired, not as a janitor, but
as a nurse; he carried the keys to the medication and narcotics
cabinet on his belt and distributed drugs to patients. His references
were never checked. He never represented that he had any prior
experience.

® In Minnesota, aides were instructed how to distribute drugs
“in case of an emergency.” The “emergency” began the next day;
aides continued distributing drugs even though this constituted a
violation of Federal regulations and Minnesota law.

® A recent national HEW study notes that some 37 percent of
the patients taking cardiovascular drugs had not had a blood pressure
reading for more ihan a year. More ihan 25 perceiit of this number
who were receiving heart medication had no diagnosis of heart
disease on their charts. Some 35 percent of those taking tranquilizers
which might lower the blood pressure markedly had not had a
pressure reading in more than a year.

The solution for these problems lies in greater emphasis on
geriatrics in schools of nursing and in government programs training
health care personnel. Funds should also be provided for the in-service
training of nursing home personnel.
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This paper also contains a major report analyzing the role of
nurses in long-term care facilities prepared by the Committee on
Skilled Nursing of the American Nurses’ Association. See high-
lights, part 2, pages 385-417.

MAJOR POINTS OF SUPPORTING PAPER NO. 5
(Issued August 30, 1975)
“THE CONTINUING CHRONICLE OF NURSING HOME FIRES”

® Older Americans make up 10 percent of the population but 30
percent of the deaths by fire. They are involved in 59 percent of
all clothing fires, having a 73-percent mortality rate in such fires
as compared to 23 percent for younger persons.

® Nursing home patients present a particular problem because
of several factors: (1) Their advanced age (average 82); (2) their
failing health (average four disabilities); (3) their mental disabil-
ities (55 percent are mentally impaired); (4) their reduced mobility
(less than half can walk) ; (5) their sensory impairment (loss of hearing,
vision, or smell) ; (6) their reduced tolerance to heat, smoke, and gases;
and (7) their greater susceptibility to shock.

® Some patients resist rescue. They are reluctant to leave their
room and few possessions. In other cases, those rescued have in-
explicably run back into burning buildings.

® Despite much progress in recent years, nursing homes and re-
lated facilities still rank number one on the list of unsafe places
to be from a fire safety point of view. Six patients die in nursing
home fires for every one in a hospital fire.

e In 1973 there were 6,400 nursing home fires (17.5 each day of
the year) causing $3.6 million in damage. An estimated 500 persons
lost “their lives in single-death fires. Fifty-one persons lost their
lives in multiple-death fires (those Killing three or more). These
figures represent sharp increases from 1971, when there were 4,800
fires and 31 persons killed in multiple-death fires.

® Because nursing home patients often cannot take action to
protect themselves in case of fire, they must rely upon the help of
others. In most cases such help has not been available. There are
few nursing personnel available (particularly at night), and most
are untrained in rescue and firefighting techniques. Compounding
the problem, many patients are under sedation or bound with
restraints.

® Because the elderly cannot protect themselves and nursing
home personnel often prove incapable of taking action to save them
in case of fire, automatic detection, alarm, and extinguishment are
recommended. Sprinkling systems, while far from a panacea, are, by
and large, the difference between life and death. .

® Over the years, 33 percent of all nursing home fires have been
caused by smoking or matches; heating or electrical problems followed
next with 18 and 15 percent, respectively. Eight percent were labeled
“suspicious”—a suggestion that arson was the fire’s cause. Fires
most frequently began in patients’ rooms (35 percent) and most often
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took place from midnight to 6 a.m. (42 percent). Some 35 percent of all
nursing home fires occur in wood-frame buildings; only 3 percent in
fire-resistive buildings.

® Greater emphasis must be placed on the installation of fire-
proof furnishings. Teo often fire-resistive buildings are constructed
only to be filled with lammable carpets, curtains, vinyl upholstery,
and the like. The Department of Commerce has yet to promulgate the
fire safety standards with respect to carpets (for all age groups) that
they promised at hearings on the Marietta fire. There is no emphasis
on the hazard of smoke production or on the effect of toxic gaseson
humans. Recent research demonstrates that deadly gases such as
phosgene and cyanide are released when various plastics, acrylics,
I!a;mdl nylons are burned. Many such producis are found in nursing

omes.

® Some 7,200 of the Nation’s 23,000 long-term care facilities (per-
sonal care and shelter care homes) do mot participate in Federal
programs, and therefore meet only such standards as are promul-
gated by the States. All too often, such standards are weak or non-
existent. There are even fewer standards for boarding homes and
old hotels which, mere and more, are absorbing the thousands
of patients discharged yearly from State mental institutioms. In
some cases the States are placing Medicare and/or Medicaid pa-
tients in these facilities; the use of such “beotleg” nursing homes
(so mamed because they are not certified under Federal require-
ments) is a vielation of law.

® The 15,800 Skilled Nursing Facilities and Intermediate Care
Facilities participating inmn Medicare and Medicaid must comply
with the Life Safety Code of the National Fire Protection Associa-
tion. This requirement was enacted in 1967 but far oo many nursing
homes fail to comply. In 1971 and again in 1975, U.S. General Account-
ing Office audits projected 50 and 72 percent (respectively) of the
nursing homes in the United States had one or more serious viela-
tions of the code. The Department of Health, Education, and Wel-
fare estimated 59 percent had deficiences in 1974 and notes two-
thirds have “several’’ (four or more) deficiencies in 1975.

@ Not only are standards not beimg enforced, there is a lack of
uniformity in the interpretation and application of the code by State
surveyors who inspect nursing homes applying the Federal fire
safety standards. Only 22 percent of those doing fire inspections had
vackgrounds gualifying ithem to do 50; 78 percent were nurscs, sani-
tarians, and members of other professions, including State police or
detectives. Some HEW regional offices are overzealous while others
are complacent. As further evidence that State surveyors are not
adequately performing their jobs, fully 87 percent of the deficiencies
Teported by the GAQ earlier this year had not been discovered by
State surveyors.

e HEW must take action to insure that Federal fire safety standards
are enforced; 8 years is too long to wait. HEW must undertake
measures to insure uniform enforcement of the code among the 50
States. One such measure might be the mandatory training of State
surveyors. If such measures do not prove workable, then HEW
should suggest the need for direct Federal inspection to the Congress.
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MAJOR POINTS OF SUPPORTING PAPER NO. 6
(Issued October 30, 1975)

“WHAT CAN BE DONE IN NURSING HOMES: POSITIVE
ASPECTS IN LONG-TERM CARE”

® During its 29 hearings between 1969 and 1976, the Subcom-
mittee on Long-Term Care has conducted a careful search for posi-
tive and innovative programs which distinguish America’s finest
nursing homes. The Subcommittee learned that a good nursing home
is a complex mix of factors. The first and foremost being a firm belief
that the physical and mental problems of the elderly are, to a sub-
stantial degree, preventable, and that even when these problems are
present they are, more often than not, reversible. ‘

® Good nursing homes are a matter of motivation. Of paramount
importance is the administrator’s ability to stimulate his staff and to
create an intangible kind of harmony and unity of purpose rooted in
competence and compassion. Education for nursing home adminis-
trators in these techniques is essential to improved nursing home care.

® Many of the best nursing homes in the United States feature
innovative approaches to therapy and rehabilitation. A variety of
techniques are used to upgrade the mental and physical functioning
of patients. Among these techniques are:

—Reality orientation, the basic aim of which is to put a mentally
regressed patient into renewed contact with the world around him.

-—Sensory training is a therapeutic program designed to reduce
sensory deprivation.

—Remotivation essentially is an effort to find out what activities a
patient enjoyed in earlier life (or which he would have enjoyed)
and directing him to those same goals.

® Some homes boast improvements in the physical structure which
facilitate better patient care and greater patient comfort. Innovations
in this area run the gamut from ‘“‘campuses” for senior citizens,
which provide the broad range of health care services in one location,
to the use of color and design to make nursing homes more appealing
and better suited to the needs of the infirm aged.

® One of the most important series of positive and innovative pro-
grams relates to the education and utilization of employees. Nursing
homes presently offer a variety of such techniques, including:.

—Employee sensitivity training is the practice of requiring prospec-
tive employees to assume the role of patients for 24 hours
before their employment. By this experience the employees are
“sensitized” to the needs of the aged patients.

—Accident prevention programs reduce injury.

—In-service training programs and continuing education programs
help employees to perform their jobs. Some schools of narsing
have established programs whereby student nurses work in
nursing homes as part of their training. Some homes use com-
puters to monitor patient care and for staff education.

—A novel program in St. Paul, Minn., trains able-bodied senior
citizens to work in nursing homes.
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® Many of the best nursing homes in the Nation feature compre-
hensive activity programs. Activity programs range from residents’
councils (self-government by patients) to senior citizens’ olympic
games. Activity programs generally are inexpensive but they can have
a dramatic effect on the patient’s sense of dignity and comfort in the
nursing home environment. ]

® America’s finest nursing homes inevitably find ways to aid
the community in which they operate. They may provide outreach
services for senior citizens in their surrounding area. Such services
may include meals-on-wheels, transportation, recreation, entertain-
ment, social and home health services.

® Still other nursing homes participate in peer review programs
established by their State nursing home association. Some State
associations have adopted a code of ethics encouraging good care
and disciplining those members found continually in violation of
standards.

® Good homes invariably enjoy the support of their local com-
munity. Informal ‘“ombudsman” projects have been created in
many States to help monitor the quality of nursing home care. Such
projects also perform an educational function, assisting administrators
who want to improve their overall operations. Formal ombudsman
projects under the direction of the Administration on Aging are
springing up in almost every State. The National Council of Senior
Citizens has established a national ombudsman project.

® Some community groups are printing nursing home directories
or issuing ratings to aid consumers in their choice of nursing homes.
Some senior citizen groups have established a nursing bome referral
service. Others have organized volunteers to visit nursing homes and
nursing home patients on a regular basis.

® Those who would like to become involved in the effort to bring
about a better quality of nursing home care will benefit from the
report: Citizens Action Guide: Nursing Home Reform,* prepared
by Elma Griesel and Linda Horn for the Gray Panthers of Phila-
delphia, Pa., April 1975.

MAJOR POINTS OF FORTHCOMING SUPPORTING PAPERS
Supporting Paper No. 8
“ACCESS TO NURSING HOMES BY U.S. MINORITIES”

Only 4 percent of the 1 million nursing home patients in the United
States are members of minority groups, even though their health needs
are proportionately greater. Part of the problem is caused by cost
obstacles or lack of information about Medicaid. Discrimination is the
greatest obstacle to greater utilization by blacks. But discrimination
need not be overt; often relatives are made to feel that their parent or
grandparent would not be made comfortable. In the case of Asian-
Americans and Spanish-speaking Americans, language barriers often
cause insurmountable difficulties. Cultural and other problems,
including rural isclation, cause problems to American Indians.

*For a copy cf this report, send $1.50 to Long-Term Care Action Project, 3700 Chestnut Street, Phila-
delphia, Pa., 19104 (telephone: 215-382-3546).
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Members of minority groups at Subcommittee hearings have been
sharply critical of the Nixon administration’s nursing home “reforms.”
They protested the “arbitrary and punitive” closing of a few minority
owned nursing homes that do exist and the absence of assistance to
help upgrade standards.

Supporting Paper No. 9

“PROFITS AND THE NURSING HOME: INCENTIVES IN
FAVOR OF POOR CARE”

Profits by nursing homes have occasioned serious and persistent
controversy. Nursing home administrators say that Medicaid re-
imbursement rates are low and that they can hardly become the
basis for profiteering. Critics say that the economics of nursing
home operation, supported in such large measure by public funds,
should be examined more closely and publicly than they now are.

On the basis of available evidence, including a Subcommittee
survey made in 1973-74, the Subcommittee has found that the 106
publicly held corporations controlled 18 percent of the indusiry’s
beds and accounted for one-third of the industry’s $3.2 billion
in revenue (as of 1972). Between 1969 and 1972 these corporations
experienced the following growth:

@ 122.6 percent in total assets;
@ 149.5 percent in gross revenues; and
® 116 percent in average net income.

One recent HEW study, however, shows marginal rates of return
in a sample of 228 nursing homes. Thus, the issue is far from settled.
But a joint study—conducted by the General Accounting Office and
the Subcommittee—suggest significant increases in total assets,
revenues, and profits for individual operators as well.

Two final documents will be issued as part of this study: A
compendium of statements by national organizations and
administration spokesmen, and a final report by the Subcom-
mittee on Long-Term Care.
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Mr. Moss, from the Special Committee on Aging, submitted the
following

REPORT
INTRODUCTION

For the last four or five decades, America has lived with an uneasy
paradox: thousands of individuals have languished in mental insti-
tutions solely because they had no place else to go while other thou-
sands have walked the streets unable to obtain the mental health
services they desperately need.

In 1963, when President john F. ennedy deciared that many meu-
tal hospitals in the United States were veritable “snakepits.” American
citizens, particularly the elderly, could be committed with comparative
ease. Generally all that was required was an affidavit of a family
member and a physician. Once committed to these institutions, the
constitutional mghts under the 5th, 8th, and 13th amendments
evaporated. Generally, little sustained treatment was forthcoming
and release was usually out of the question. The elderly, 10 percent
of the population, accounted for more than a third of the half a million”
citizens in mental hospitals.

President Kennedy proposed, and the Congress authorized and
established, 2, 500 community mental health centers,' each intended to be
an integral part of the community instead of a separate and isolated
entity. Needs of individual persons would be readily assessed, and

1 “The Need for the More Effective Management of Community Mental Health Centers Program.”
U.8. General Accounting Office, Aug. 27, 1974, pp. 1-3.

(703)
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efforts could be made to provide services, and even in patients’ own
homes, where possible. Two year later, Congress passed the Medicare
and Medicaid laws authorizing mental health services for the aged,
blind, and disabled.

Some 10 years have passed since the enactment of Medicare and
Medicaid, and yet today an estimated 2% million elderly are going
without the mental health services they require.? Part of the problem
is that community mental health centers have failed to fulfill their
potential. Only 443 of the proposed 2,500 centers have been constructed
and are functioning today, and the number of elderly served is dispro-
portionately low.? These two facts would seem to lead to the conclusion
that mental hospitals are still serving large numbers of patients, but
the fact is that the average daily census has been cut in half in the
past 10 years.

Some 427,799 individuals were housed in mental institutions in 1969
while only 237,692 remained at the end of 1974. A drop of 44 percent
in just 5 years (and by an estimated 50 percent through 1975).*

An even sharper reduction—56 percent—has occurred among
elderly patients. Today only 59,685 older Americans remain insti-
tutionalized in State mental hospitals.®

Where have all the patients gone? This question dominates this
report. The quest for “cost-savings”’ at the State level has played a
part. So have recent Court decisions upholding a Constitutional right
to treatment by those involuntarily committed and mandating
release from custody for those who do not receive treatment. The net
effect is that thousands of patients have been transferred to nursing
homes, boarding homes, and smaller community based facilities.

This raises still other questions:

—Are nursing homes and less medically-oriented facilities appro-
priate places for discharged mental patients?

—What kind of care and services do such patients require?

—How adequately do nursing homes and boarding homes perform
this function?

Serious questions arise as to the ability of nursing homes to cope
with former mental patients. This is particularly true when they are
asked to care for comparatively young and actively ambulatory
patients. The demands of these patients (and of the mentally retarded
now being moved into nursing homes) can present insurmountable
problems for nursing homes, which had traditionally too few em-
ployees with too little training and a turnover rate of something lil_(e
75 percent a year. Mingling the mentally ill with the physically ill
requires careful management which often has not been available.
Generally, the results have been to the disadvantage of both the
infirm elderly and to those with mental disabilities.

But perhaps even more serious than the placement of former mental
patients in nursing homes is their wholesale and precipitous transfer

2 Testimony of Senator Edmund S. Muskie before the Subcommittee on Health, Senate Committes on
Lahor and Public Welfare, May 1, 1974,

3 “Mental Health and the Elderly,” joint hearings by the Subcommittee on Long-Term Care and the
Subcommittee on Health of the Elderly, Senate Committee on Aging, September 29, 1975. See, in particular,
testimony of Nancy Perlman, director of program development department of the American Federation
of State, County, and‘Municipal Employees.

; %q‘ximnittee questionnaire. See table 2, p. 719.

id.
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to bearding homes, shelter care facilities, foster care homes, or domi-
ciliary care facilities—for the most part, converted residences which
provide board and room with no nursing or psychiatric services. With
some few exceptions, the most that is offered is minimum supervision
during daylight hours. In most States such facilities are unlicensed
and they are required to meet no Federal standards despite the fact
that the source of funds is the Supplementary Security Income
program (SSI) enacted by the Congress in 1972.°

The report examines these issues in detail with reference to several
States. Two States, Illinois and New York, were selected for in-depth
analysis. Recommendations are offered with the hope of making it
possible for all Americans to have the mental health services they need;
to restrict commitment to State hospitals to those with obvious need;
to help community mental health centers to reach their potential and
to enable nursing homes to better cope with their new responsibility.

Action must be taken immediately to stop proliferation of a for-profit
boarding home industry and the relegation of thousands of Americans
to boarding homes—often the least suitable, the least qualified, the
leas& regulated, and not always the least expensive answer to their
needs.

¢ Title X VI of the Social Security Act.



PART 1

MENTAL HEALTH CARE OF THE AGED:
THE NEED

In 1972, the last year for which comprehensive figures are available,
the United States spent about $3 billion on mental health care.’
This amount represents about 4 percent of the Nation’s total expendi-
tures for health in that year. These Federal dollars were distributed
through a wide array of programs, as can be seen from table 1 (page
707). Unfortunately, these programs have largely overlooked mental
health needs of older Americans.

The degree and dimensions of this failure was documented by the

-Senate Special Committee on Aging in its 1971 report, Mental Health
Care and the Elderly: Shortcomings in Public Policy, which declared:

Public policy in the mental health care of the aged is con-
fused, riddled with contradictions and shortsighted limita-
tions, and is in need of intensive scrutiny geared to immediate
and long-term action.®

In the 4 years since, the need for a clear and comprehensive policy
with respect to the mentally impaired aged has become all the more
acute. Similarly, the needs of the elderly have become more visible.

According to the best estimates, between 14 and 25 percent of our
22 million older Americans suffer from some degree of mental impair-
ment.® A noted authority, the late Margaret Blenkner, wrote that
about 8 percent of our seniors are impaired to the point of needing
protective (psychiatric) services.!

The American Psychological Association has its own estimates.
According to the association, 3 million elderly require mental health
services, but a bare 20 percent of this number have their needs met
through existing resources.!! This statistic is buttressed by other
sources, including Senator Frank E. Moss 1?2 (Chairman of this Sub-
committee) and Senator Edmund S. Muskie, Chairman of the Sub-
committee on Health of the Elderly, Senate Committee on Aging.
Senator Muskie said:

[W]e must reflect upon the fact that perhaps 2% million
elderly who require mental health services are going without
the care they need.!?

. 7 May 25, 1973, letter to Hon. Edmund 8. Muskie from Harold F. Eberle, congressional liaison, the White
Jouse.

8 Mental Health Care and the Elderly: Shortcomings in Public Policy, Report by the Senate Committee on
Aging, November 1971, p. 3.

¢ P. 8 report cited in footnote 8.
b 10 Prevention or Protection? Aspects of Social Welfare Services for the Mentally Impaired Aged, Decem-

er 1, 1967.

11 P, 5, reference cited in footnote 8. .

12 §peech by Hon. Frank E. Moss before the Utah Department of Socfal Services May 29, 1975.

13 Reference cited in footnote 2.
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TaBLE 1.—Estimate of 1972 obligations for mental health services, including financing
[Millions of dollars]

Health, Education, and Welfare:
Health Services and Mental Health Administration:

National Institute of Mental Health_______________.________ 326. 7
St. Elizabeth’s Hospital - __ - ____ ____ ... 24.0
Medieal facilities construetion._ - _ ... _______ 2.8
Patient care and special health services_____________________ 4.1
Maternal and child health__ ___________________________.___ 13.0
Indian health. _ oo 4.2
Comprehensive health planning_ .. _ ... _____..___ 1.0
314(d) formula grants__ .- 13. 4
Appalachian health_____________ . 3.6
Social Security Administration._ . ____ .. . ______ 900. 0
Social and Rehabilitation Services:
Medical Services Administration (Medicaid) ... __._____ 563. 0
Rehabilitation Services Administration.____________________ 162. 9
Community Services Administration_ _____________________. 141. 5
Veterans’ Administration _ - - o e 464. 7
Office of Economic Opportunity _ - - e 17. 4
ACTION oo e 17.9
Housing and Urban Development_ . __________ . __________.____. 6.8
Defense (includes CHAMPUS):
ATTNY _ o e e 65. 3
Navy and Marines_ ... oo oo 34.0
Alr FoOrCe . o o o oo e 24.7
Transportation: Highway safety_ _ . ______________ . _____.______ 26. 7
Justice:
Law Enforcement Assistance Administration____.__________.______ 16. 6
Bureau of Prisons_ - _ _ . e 3.7
Civil Service Commission: Federal employees health program.______.___ 51.0
Other (Interior, Commerce, Labor, State, Panama Canal, miscellaneous
AZENCIES) - o o e 4.8
e 7Y 2, 893. 8

Source: The White House.

What explanation can be offered for this stark failure to address the
mental health needs of the elderly? Several reasons can be suggested.

A, THE “SENILITY” BARRIER

Historically, there has been a great deal of misunderstanding
concerning the emotional problems of senior citizens. Myths continue
to abound, such as: “Senility is a natural stage for the aged” and
“Emctional disorders of the elderly do not resnond to treatment.”

Clearly, the words ‘“senility’’ and “mental illness” have medical,
legal and programmatic meanings. There has been little agreement as
to definition,

How do you tell the difference between these two conditions? Are
these two distinctions important, and how do we care for patients
exhibiting these symptoms? Where should they properly be housed?
What kind of therapeutic environment works best?

Dr. Xarl Menninger, chairman of the board of trustees of the Men-
ninger Foundation, Topeka, Kans., put it this way in his testimony
before the Subcommittee:

Now, as to the first question, the difference between
senility and psychosis. I do not think that either one of these
“things” exist, or at least they do not exist in the clear form
in which the words are used.



708

Let us take senility, for example. I am sure that this
word does not mean merely the condition of somebody who
is older than most people. Some people become quite worn
out at a relatively young age, and some reach 90 with con-
siderable vigor. The word “senility” is rather vague, but I
assume that what is meant in this discussion is the general
reduction in functioning ability sufficient to make a person
dependent upon someone else for ordinary needs.

Grandfather gets slow and uncertain, or he gets inatten-
tive as to where he throws his matches; he appears some-
what disheveled at times, or unduly irritable. These
sometimes add up to definite evidence of change, disorgani-
zation; a kind of deterioration is ascribed to age, and is
called senility.

A MATTER OF INTERPRETATION

I read into the question the inference that if this condition
can be called the “psychosis,” then the State will take care
of this man in the State hospital; it is the State’s responsi-
bility. So long as it is merely frailty and weakness of the
flesh, so to speak, then it is still the family’s responsibility.
This often becomes a question of how much of a nuisance
the older person is considered to be. Unfortunately, my
profession has contributed, I think, to a great injustice
here by employing the word very loosely. Personally, I am
not convinced there is any such clearly definable condition
as psychosis. But, it is in such common usage that you may
reply, “Well, everybody knows what psychosis means; it
means just crazy.” But, I ask, just what does crazy mean?

Well, crazy means insane. Here again, insane is a word
defined by the State legislatures, not by us doctors. It is
another of these words which really have no sound medical

- meaning.

The practical meaning is that someone has become a
considerable nuisance to the people in his environment.

If he is considerably irritating and annoying, and difficult,
and provoking to the people around him, his “senility” 1s
apt to be called his “psychosis.” These are both social
diagnoses, and not medical diagnoses, and I think this
results in a great deal of injustice, because name-calling
diagnosis is usually an administrative, political act.

It is all a question of one’s interpretation of the nuisance
factor. There are, to be sure, some aspects of being a nuisance
which are alarming. If an elderly individual has a propensity
for setting fire to everything inflammable in the house, 1
can see how somebody would like to attribute this to a
mental illness, and not merely to mental decay. But most of
the symptoms of what we used to call “senile dementia”’
are of the nature of impaired perception, memory, and
movement.'

1 “Trends in Long-Term Care,” hearing by the Subcommittee on Long-Term Care, part 15, Chicago,
I1l., Sept. 15, 1971, p. 1513.
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Dr. Charles Kramer, president of the Kramer Foundation and
clinical director of the Plum Grove Nursing Home and assistant
professor of psychiatry at the University of Illinois, told the
Subcommittee that the distinction between senility, psychosis, and
chronic brain syndrome becomes meaningless. You have to deal with
the individual at the behavior level,” he said.’®

Finally, renowned psychiatrist and author Dr. Robert Butler
offered his perspective, writing in the September 1975 edition of
the American Journal of Psychiatry:

All too many psychiatrists use the term ‘‘senility” in-
discriminately, applying it to anyone over 60 with a prob-
lem. Having invoked this magic word, they need not un-
dertake the kind of careful diagnostic assessment that is
necessary to determine a proper course of treatment. Indeed,
in most cases, when the label “senility’’ is applied, no course
of treatment 1s started.

Senility is not, properly speaking, a medical diagnosis
but is instead a wastebasket term for a range of symptoms
that include (minimally) some memory impairment or for-
getfulness, difficulty in attention and concentration, decline
in general intellectual grasp and ability, and decreased
emotional responsiveness to others. Studies at the National
Institutes of Health and elsewhere have shown that this
condition is not an inevitable consequence of age per se.
Rather, it is a cerebrovascular disease, destruction of central
nervous system cells, or an emotional state such as severe
depression. For example, the depression of an older person
may be inner preoccupation and constriction manifesting
itself as disturbed concentration, forgetfulness, and with-
drawal. The term “senility”’ should be discarded altogether
in favor of ‘“‘emotional and mental disorders in old age.”
This issue involves more than semantics. Viewing disorders
in the way I have suggested would encourage a more careful
diagnosis and treatment plan, as well as a broader perspective
on the everyday problems and disorders of old age.

B. SHORTCOMINGS IN MEDICARE AND MEDICAID

Both the Medicare and Medicaid programs provide some degree of
assistance to the aged 1n need of mental health care. Obviously, these
services are far from adequate.

1. MEDICARE

Part A, Medicare’s Hospital Insurance Plan, provides benefits
toward the cost of inpatient care in a participating psychiatric or
general hospital. However, inpatient care in a psychiatric hospital
1s limited to 190 days during a person’s lifetime, as opposed to inpa-
tient care for other illness, which has no lifetime limitation. Moreover,
an elderly patient who is admitted to a psychiatric hosptial for the
first time, if he is beginning a new benefit period, can be reimbursed

15 Reference cited in footnote 14, p. 1445.
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under Medicare for up to 150 days (90 plus 60 lifetime reserve days) in
that benefit period. But, in order to obtain reimbursement for the
remaining 40 days of inpatient care, he must leave the hospital for
60 consecutive days, and then re-enter the hospital when his new
““benefit period” begins.

The “lifetime”” restriction of 190 days does not apply to the psy-
chiatric units of general hospitals, where Medicare benefits are the
same for patients suffering from mental illness as for those with other
illnesses.

If a person becomes a patient in a participating psychiatric hospital
sometime before his 65th birthday, for example 30 days preceding his
65th birthday, and remains there or is transferred to a general hospital
psychiatric unit, that period of time (30 days) is deducted from his
maximum 150 days allowable during his first benefit period, thereby
leaving a maximum of only 120 days reimbursable in that benefit
period. The patient may still be covered for 70 more days of inpatient
psychiatric care, after a lapse of 60 consecutive days outside the
hospital, because inpatient days in a psychiatric hospital prior to age
65 are not included in the 190 days lifetime limitation. Furthermore,
the deduction for days spent in a psychiatric hospital before age 65 is
not applicable when the patient is admitted to a general hospital for
diagnosis or treatment of injuries or illnesses that are not primarily
psychiatric in nature.

SurpLEMENTARY MEDICAL INSURANCE; ParT B

Part B of Medicare pays 80 percent of the reasonable charges for
covered physicians’ and other medical services, after a $60 deductible
has been met by the patient in each calendar year. However, in the
case of mental illness, if an individual is not an inpatient of either a
psychiatric or general hospital, he is considered an ‘‘outpatient,”
whether the treatment is provided in a physician’s office, the patient’s
home, a nursing home, or outpatient clinic of a hospital. Reimburse-
ment of such outpatient care cannot exceed 50 percent of the expenses
for treatment, or $250 in each calendar year, whichever is less. Reim-
bursement to physicians who provide such ‘outpatient” care, is
limited to $250 a year; no such limitation on reimbursements is set for
other illnesses under Part B. The $250 reimbursement limitation does
not apply when physicians’ services are rendered for medical or
psychiatric treatment when the patient is an inpatient, regardless of
whether the patient’s 150 days benefit period, or 190 days lifetime
limit in inpatient psychiatric hospitalization have expired. As noted
in a recent report ‘““This circumstance, in view of the restrictions on
reimbursement for psychiatric treatment of patients outside the
hospital, would seem to encourage hospitalization in the case of needed
extended psychiatric services which could perhaps be provided as well
or better in an outpatient clinic at less cost to the program.”

Obviously, Medicare’s 190-day lifetime limitation on treatment in
mental hospitals is of particular concern. Similarly, the outpatient
must pay 50 percent of the cost of doctor’s service and there is an
annual limit on outpatient care of $250. This $250, says former Group
for the Advancement of Psychiatry (GAP) chairman, Dr. Robert
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Butler, could be completely depleted by only five to eight 1-hour-long
visits to a psychiatrnist who charges moderate fees. A GAP report
sums up: '

This system not only affords inadequate coverage but
promotes hospitalization rather than care in the com-
munity, often contrary to sound psychiatric practice.
These limitations in coverage must be brought into line
with those respecting physical illness.!s

GAP also points out that liberalization of present restrictions on
mental illness under Medicare has been called for by the Health
Insurance Benefits Advisory Council (HIBAC) of the Social Security
Administration and by the American Medical Association. Specifically,
HIBAC calls for Medicare coverage in community mental health

centers.!?
2. MEDICAID

Title XIX of the Social Security Act provides Federal funds in-
tended to help States meet the costs of elderly patients in State mental
hospitals when Medicare benefits are exhausted or when they are
ineligible for Medicare. The following requirements must be met by
the States in order to receive such funds:

a. A joint working agreement between the State agency respon-
sible for the State mental hospitals and the single State agency
responsible for the title XIX program.

b. A special staff in the single State agency to oversee the
program.

¢. Provision of evidence of maintenance of State effort in the
funding of mental health services.

d. Show progress toward the development of comprehensive
mental health programs through periodic reports.

e. Provision of 1nitial and subsequent periodic medical, social,
and psychiatric evaluations of each patient participating in the
program.

f. Provision and development of alternatives to inpatient
hospital care.

g. Patients included in the program must meet the State
eligibility requirement for medical assistance.

Despite heavy expenditures in Federal funds for Medicaid patients.
GAP charges that the money spent has not resulted in higher medica.
standards for elderly patients in State and county mental institutions!
“In most States,” GAP points out, “moneys designated by law for
the improvement of the care of elderly mental patients in State
hospitals go into the State general revenue fund and are seldom seen
by the hospitals.” Labeling the utilization of funds as a “tragic
situation,” GAP notes that in low-income areas that disabilities
frequently accumulate and illnesses remain untreated, resulting in
]substantial costs in terms of human suffering and socioeconomic
osses.

18 P. 19, reference cited in footnote 8.
17 Mental Health Care and the Elderly: Shortcomings in Public Policy, Report by the Senate Special Com-
mittee on Aging; November 1971, footnote 36, p. 20.

67-475 O - 76 - 3
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Additionally, the report discusses difficulties in implementing the
spirit of Medicaid standards. Numerous States, for example, have
failed to meet the requirement that each older patient must have an
“individual plan’ of treatment. Approximately half of the States,
it is estimated, have failed to meet other important requirements,
such as the employment of a full-time social worker experienced in
mental health and a part-time psychiatrist to administer and organize
the program.

C. SHORTCOMINGS IN COMMUNITY MENTAL HEALTH
PROGRAMS

At least five “essential services to keep patients close to their families
and friends and end the over-reliance upon large mental institutions”
were to be performed at the 2,500 community mental health centers
requested by President Kennedy in 1963: 24-hour inpatient services,
outpatient services, partial hospitalization, services such as day or
night care and week-end care, around-the-clock emergency services,
and consultation and education services to community agencies and
professional personnel. To date, only 443 of these centers are in opera-
tion, although something over $1 billion has been spent on the con-
struction and operation since 1963.

Perhaps the most significant criticism made of the centers was issued
by the U.S. General Accounting Office in its August 27, 1974, report.
Among the unsolved problems cited:

—Need to establish more appropriate catchment areas.

—Need to improve the centers’ capability to operate without
continued Federal financial assistance.

—Need to improve program monitoring and evaluation.

—Need to coordinate center activities with those of other
community agencies.

—Need to improve the use of construction funds.'®

The primary concern from spokesmen for older Americans is that
centers reach comparatively few elderly. One report estimates that the
elderly constitute only 4 percent of the admissions to community
mental health centers.!® In addition, there have been charges of age
discrimination. One social worker reported being told by officials of a
Washington, D.C., center that they would accept no one over 60.%°
From the elderly’s point of view, the centers have not accomplished
their purpose: Making it possible for them to receive treatment in
their own localities.

SPECIAL NEEDS OF THE ELDERLY:
TWO CASE HISTORIES

As described above, perhaps 2% million older Americans are in the
community, in their own homes and elsewhere, who are going without
the mental health services that they need. On the other side of the

18 P, v, reference cited in footnote 1.
19 P. 21, reference cited in footnote 8.
2 P, 22, reference cited in footnote 8.
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coin, there are a great number of individuals like Kenneth Donaldson
who remain in State asylums, against their will, who could and should
be released. There are even greater numbers of people like Bill Dixon
who are caught in a revolving door which takes them from wretched
conditions in State hospitals to even worse conditions in community
boarding facilities, and back again to the hospitals.

KexxeTH DoxaLpsox

Mr. Donaldson’s story serves as a reminder that there are still many
elderly in institutions who do not belong there. He had been involun-
tanly committed to a Florida mental institution for 15 years until his
release in 1971. He petitioned the courts some 20 times before he finally
won his freedom. He told the Subcommittee his story:

After my experience of 15 years, just beiny alive is some-
thing, and I think it is the most important statement that T
will make, to just be sitting here this morning.

I lost hundreds of friends who died from abuse. My ex-
perience is unique only in the fact that I lived to tell the
story, and largely, that is because of my belief in Christian
Science, medication was not forced on me.

Medication that they gave in these hospitals, at least in
the hospital I was in, tears a person up, and I had hundreds
of friends that died there—that did not live through the ex-
perience.

The treatment consists almost entirely of tranquilizer
drugs. They usually will give two of them, and the two to-
gether is even worse than just double.

An average doctor’s call will last less than 2 minutes. The
doctor will ask three questions. He will ask what ward you
are on; do you take any medication; are you working any-
place. And that will be all—the end of the interview.

Some patients went as much as 4 years, that I know of, with-
out seeing a doctor, and some of them were on medication all
that time. (Emphasis added.)

My experience over the years is that most of those locked
up with me—there were 6,800 in the hospital when I went
there, there were 1,300 of us under one doctor for a period of
2 years.

There was one doctor for 1,300 men. He was licensed by
the State of Florida only as an obstetrician.

The saddest thing is seeing people die in front of your
eyes—not only old men, but old men of course go quicker
than the younger ones. They would give up hope after about
2 years. People deteriorate physically when they are in con-
finement—even the young people. But many of the older
people just gave up, and they were not fit really to return to
society . . .

What do we want now for these older people? Most of us
in those institutions, who have come out, do not want to see
Federal money perpetuate such a thing.?

4 In hearings identified in footnote 3.
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Asked to expand his statement with respect to the use of tran-
quilizers, Mr. Donaldson added:

I have not had time to read everything in the field, but
doctors have found out that if one tranquilizer will not do it,
two will knock a person out, that is why they give them two,
and the idea is to keep them so tranquilized that they cause
no housekeeping problems.

There is nothing scientific to it beyond that. I say these
people do not need any medical treatment.

That is my observation, and over 15 years, I know 1
probably have brushed shoulders with 10,000 people on the
various wards, coming and going, and I actually know of
three that were schizophrenic during that time, who really
needed some kind of care, who were afraid to go out in the
free world. But the rest of them were no different than you
gmdl] 122 are, except that they have been beaten down. That
is all.

Senators were visibly moved by Mr. Donaldson’s presentation.
Senator Pete V. Domenici commented:

I have not heard, in my 2 years and 9 months in the
Senate, of a more serious indictment of our system than I
have heard here. I do not think you intended it to be that, but
rather to lay it out asitis.®

In Mr. Donaldson’s landmark Supreme Court decision, the Court
ruled :

A State cannot constitutionally confine without more
(presumably, without treatment) a nondangerous individual
who is capable of surviving safely in freedom by himself or
with the help of willing and responsible family members and
friends.®

Bruu Dixon

Mr. Dixon is the plaintiff in the case Dizon v. Weinberger (1974).
His case was brought to the Subcommittee’s attention by the spokes-
men for the Mental Health Law Project. Ms. Gail Marker, M.S.W.
of the project, told his story:

Mr. Dixon is a 65-year-old involuntary patient at St.
Elizabeths Hospital who is confined to a wheelchair. Like
Mr. Donaldson, he is a gentle, intelligent, sepsitive man.
He has been hospitalized for 23 years.

In 1952 he was transferred to St. Elizabeths from a general
hospital because he was confused, disoriented, and depressed.

From 1964 to 1972, he spent most of his life in foster
homes in the District of Columbia. During those 8 years
he was periodically returned to St. Elizabeths for treatment
of problems relating to his physical condition.

When he was returned to the hospital in October 1972, he
expressed a strong interest in going to another foster home
iils soon as possible, but was concerned that it be a ‘“‘good”

ome.

: }lr;';learlngs identified in footnote 3.
ia.
2 492 1.8, 563, 45 L. Edition 2nd 396.
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In his last placement, he had spent most of his time sitting
alone in his room. He felt isolated and shunned. He was
confined to the second floor of the home—a clearly dangerous
situation, since he was in a wheelchair.

We first met Mr. Dixon about 3 years ago on a ward at
St. Elizabeths. He had been referred to us by the Public
Defender Service at the hospital.

He told us that he desired to leave the hospital and we
agreed to represent him in these efforts. In checking his
hospital records and talking with the staff, we learned that
Mr. Dixon had been repeatedly recommended for out-
placement by his doctors in a suitable foster home which
could accommodate wheelchair patients.

In May 1974, 3 months after the lawsuit of Dizon v.
Weinberger was filed, Mr. Dixon was placed in a room and
board facility in Washington, D.C.

ConpiTioNs IN THE Boarping HoumE

On July 5, 1975, we visited him at this facility. Ms. Susan
Opdyke, a social worker from the public defender service at
the hospital, accompanied us. The conditions we found at
this facility or which Mr. Dixon told us about, were
unconscionable.

Mr. Dixon’s sleeping room was about halfway below
ground level. There were two exit doors in his room—both
were closed. The only windows in the room—which were
located at or slightly above ground level—were also closed
and had a glass plate in front of them, making them difficult
if not impossible for Mr. D